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Introduction

This project is designed to find out how successful adjustment happens after SCI. We have started by
identifying “successful” and resilient individuals with SCI via a mail survey to the known population of
individuals with SCI served by the associated project sites (phase 1). We then recruited a stratified sample of
successful individuals and used qualitative techniques to gather details from them about their lives and
experiences (phase2). We are focused these qualitative interviews on finding out about the thoughts they had,
the decisions they made and the behaviors they performed in the first few years after injury, as well as what
factors influenced these. By illuminating the process of positive adjustment and successful self-regulation after
SCI and articulating specific and concrete cognitions, decisions and behaviors, this project will provide
foundational information to enhance existing interventions and develop new assessments and programs.

Body

We are pleased with the project that we have made on the project. While the project encountered
significant delays in obtaining all of the necessary approvals from the various Human Subjects Review Boards
and the Department of Defense. At this, the third year annual report, we have completed phase 1 of the projects
and most of the individuals interviews (Phase 2). We have worked to maintain contact with the various project
and contract officers and to conduct dissemination and knowledge translation activities. In this last year of the
project — now in a not cost extension — we will continue to disseminate the findings from phase 1 and complete
the individual interviews and analyzeand disseminate the data from them. M ost importantly, though, we will
continue to conduct knowledge translation activities.

Requlatory Review and Approval Process

This project involves two phases (mail survey and qualitative interviews) which have been submitted as
two separate studies to the University of Michigan IRB. In addition, the mail survey (phase one) study has been
submitted to the IRB at the Rehabilitation Institute of Michigan and the Ann Arbor VA and approved. While
the DoD considers the Paraly zed Veterans of Michigan (PVA) as its own site, it does not have an IRB and so is
included under the University of Michigan IRB. As approvals have been received from a site, the approvals
have been submitted tothe DOD. The second phase was the qualitative interviews. Thiswas approved to be
conducted at the University of Michigan. All sites are approved or closed (RIM) as appropriate.

Phase One: Screening Survey

The survey process has been completed for all sites of the study. We mailed surveysto 1912 individuals
with Spinal Cord Injury, at least 152 of which were returned because of bad addresses or ineligibility. We
received completed surveys from 642 individuals. We later determined that there were surveys received from
individuals who were not eligible. One of our partner organizations sent the survey to all members of their
organization. Unfortunately, this included individuals with other causes of paralysis than traumatic spinal cord
injury. In addition, we found that some of the individuals recruited from the University of Michigan had a
mention of a SCI in their medical records but were later determined not to have a traumatic SCI. To obtain a
more accurate count, we reviewed the medical records of all participants fromthe University of Michigan. Of
those 642 individuals, we found that 475 were eligible. This gives us a response rate of 29.8%.

Because we did not have access to this list and their diagnoses, we implemented a stronger screening
process for Phase Two. We also determined that some individuals recruited from the University of Michigan
may have had an initial diagnosis of SCI but were later determined to not have SCI. Toremove these
individuals, we reviewed the medical records of all participants from the University of Michigan. This
procedure revealed that 159 of the original survey respondents and 55 of the 169 individuals who were thought
to be eligible for phasetwo of this study had to be excluded because of misinformation about their eligibility.
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Table 1. Demographic Characteristics of Survey Respondents

Characteristic n % or Mean + SD (range) |

Age 470 53.81 £ 15.20 (19-93)
Time since injury 460 17.93 +14.68 (0.25-75)
Gender
Male 375 79.11%
Female 91 19.2%
Missing 8 1.69%
Level of Injury
Between C1 and C4 82 17.3%

Requires Ventilator 7 8.54% (of C1-C4)
Between C5 and C8 124 26.16%
Between T1landT12 153 32.28%
Between L1 and S3 42 8.86%
Don’t know/ not sure 50 10.55%
Missing 23 4.85%
Movement below level of injury
Yes 277 58.44%
No 181 38.19%
Missing 16 3.38%
Feelingbelowlevel of injury
Yes 301 63.5%
No 147 31.01%
Missing 26 5.49%
Race
White 385 81.22%
Black 42 8.86%
Multiracial 19 4.01%
Other 18 3.8%
Missing 10 2.11%
Education Level
Not graduated from high school 27 5.7%
Completedhigh school / GED 109 23%
Some college or more 330 69.62%
Missing 8 1.69%




Residence

Urban 61 12.87%
Suburban 172 36.29%
Small town / rural 221 46.62%
Missing 20 4.22%
Employed

Yes 107 22.57%
No 356 75.11%
Missing 11 2.32%
Household Income

Less than $20,000 104 21.94%
$20,000t0%$29,999 54 11.39%
$30,000t0%$39,999 46 9.70%
$40,000t059,999 73 15.40%
$60,000t0%$79,999 44 9.28%
$80,000 andover 95 20.04%
Missing 58 12.24%
Marital Status

Single 125 26.37%
Married/ Partnered 231 48.73%
Separated/ Divorced 90 18.99%
Widowed 20 4.22%
Missing 8 1.69%
Military Service

Yes 224 47.26%
No 244 51.48%
Missing 6 1.27%

Note: Total n of respondents=475

Table 2. Sub-characteristics of Military Sample (n=224)

Characteristic Yes No Missing

n % n % n %
Participated in Combat 70 14.77% 148 31.22% 256 54.01%
Receives VA Benefits 156 32.91% 64 13.5% 254 53.59%
Receive Careat VA healthfacility = 167 35.23% 55 11.6% 252 53.16%
Service Connected SCI 86 18.14% 133 28.06% 255 53.8%




This is the first study that we know of that has used the Flourishing scale with individuals with SCI. As
responses to the Satisfaction with Life Scale (SWLS) were also collected, this data will be useful in supporting
a more positive focus on life after SCI. This will be one of the manuscripts scheduled to be written this year
and submitted to a peer reviewed journal.

Table 3. Satisfaction with Life Scale
(SWLS) Comparisons!

Sample n MeanzxSD
normative sample 129 21.0+£7.7

survey sample 458 18.85+8.11
interviewed sample 59 23.17%7.75

Table 4. Flourishing Scale Comparisons?

Sample n Mean+SD
normative sample 689 44.97+0.87
survey sample 454 41.61%10.21
interviewed sample 60 49553.59

Almost half of survey respondents (n=231; 48.6%) took the time to add write-in comments to the question “Is
there anything else about resilience that you wanted totell us?” This level of response suggests that the survey
questions resonated with those who bothered to complete them, such that they took the extra time needed to
consider and write about their perspective as opposed to just checking a box. We have analyzed these responses
and categorized them as reflecting 8 areas — Resilience, General Outlook on Life, Social support and social
relationships, Physical Health and Functioning (Including pain) , Religion or Faith in a Higher Power, Mood,
Comparisons and Resources. These responses are available in AppendixF and the paper detailing this analysis
has been accepted for publication in Topics of SCI Rehabilitation due out in Spring of 2016.

Phase Two - Qualitative Interviews

Stratification

We identified potential participants for the in-depth interviews from the pool of individuals who
comp leted the screening survey based on their responses; we attempted to recruit at least five individuals from
each stratification group, for a total of 60 participants. We used three factors to stratify individuals. These
factors were military veteran status, resource level, and years since injury.

We split up resources by using the survey responses for household income, auto insurance, and service
connection for SCI. In Michigan, if thetrauma that results in SCI is related to an automobile, these individuals
have increased assistance from their auto insurance company. Years since injury was split into two groups: 2-10
yearsand 10 or more years since their injury.



Table 5. Resource Level Determination

Household Income  Auto Insurance or Service Connection

Resource Level

<$29,999

$30K-$59,999

$60K+

no
yes
no
yes
no
yes

low
medium
medium
high
high
high

We used the Flourishing Scale to determine eligibility for the interviews. Initially, the limit for

eligibility was set at 48 or higher. We later had to adjust this limit for some stratification categories in an

attempt to fill those categories. This has resulted in the following breakdown of participants in each

stratification category:

Table 6. Interview Stratification

Group Resource Level

Military (n=29)
Low
Medium
High
Non-military (n=31)
Low
Medium
High

2-10 10+
Eligible Completed Eligible Completed
13 5 39 24
7 1 11 7
4 2 9 5
2 2 19 12
25 16 35 15
9 6 9 4
7 5 13 5
9 5 13 6




Figure 1: Map of Phase Two Participants

As of September 30th, 2015, we completed 41 of 60 interviews. In January 2016, all 60 interviews were
completed. Figure 1 shows a map of the locations of each interviewee; Table 7 includes the breakdown of the
characteristics of those interviewed.

Table 7: Interview Subjects Characteristics

| Characteristic n (%) or Mean £ SD (range) |
Age 60 50.58 + 15.80 (19-89)
Years postinjury 60 16.49 +12.19 (1-47)
Gender
Male 51 85%
Female 9 15%
Level of Injury
Between C1 and C4 10 16.67%
Between C5 and C8 16 26.67%
Between T1andT12 25 41.67%
Between L1 and S3 7 11.67%
Don’t know/ not sure 2 3.33%




Movement below level of injury

Yes 31 51.67%
No 29 48.33%
Feelingbelowlevel of injury
Yes 37 61.67%
No 23 38.33%
Race
White 51 85.00%
Black 4 6.67%
Native Hawaiian or Other Pacific Islander 1 1.67%
multiracial 4 6.67%
Education Level
High school / GED 13 21.67%
Some college / Associates degree 23 38.33%
Bachelors degree 14 23.33%
Graduate study or degree 10 16.67%
Location Description
Urban 8 13.33%
Suburban 22 36.67%
Small town / rural 28 46.67%
Missing 2 3.33%
Employed
Yes 19 31.67%
No 40 66.67%
Missing 1 1.67%
Household Income
Less than $20,000 12 20%
$20,000t0%$29,999 7 11.67%
$30,000t0$39,999 9 15%
$40,000t059,999 10 16.67%
$60,000t0$79,999 3 5%
$80,000 and over 18 30%
Marital Status
Single 18 30%
Married/ Partnered 27 45%
Divorced 12 20%
Widowed 2 3.33%
Missing 1 1.67%
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Military Service
Yes 29 48.33%
No 31 51.67%

Participated in Combat (n=29)

Yes 10 34.48%
No 18 62.07%
Missing 1 3.45%

Receive VA Benefits (n=29)
Yes 19 65.52%
No 10 34.48%

Receive Care at VA Health Facility (n=29)
Yes 22 75.86%
No 7 24.14%

Service-connected for SCI (n=29)
Yes 9 31.03%
No 20 69.97%

Table 8. Sub-characteristics of Interviewed Military Sample (n=29)

Characteristic n (%)
Yes No Missing
Participated in Combat 10 (34.48%) 18 (62.07%) 1 (3.45%)
Receive VA Benefits 19 (65.52%) 10 (34.48%)
Receive Care at VA Health Facility 22 (75.86%) 7 (24.14%)
Service-connected for SCI 9 (31.03%) 20 (69.97%)

The Next Year

The steps tobe completed in thenext year include continuing review of the transcripts. This is done to
ensure accuracy and comp leteness of the qualitative data. These “cleaned” transcripts are then uploaded into
NVIVO, a qualitative software, to facilitate the processing and analysis. An index and coding scheme is being
developed based on theoretical concepts embedded in the research questions and precise and standard
definitions and examples to ensure that individual coders consistently apply the codes to the narrative text. This
coding scheme will be updated and modified as needed during theanalysis. All procedures and rationale for
coding will be recorded to support consistency, dependability, and dup licability of results.

After the transcripts have been coded, they will be analyzedto identify specific cognitions, decisions,
and behaviors that were cited as key in resilience. The results from this analysis will be shared with the
interview participants and other interested parties in a feedback session. Thegoal of this session is to
disseminate the information and to continue to include the SCI community in developing strategies to improve
outcomes. We will review our analyses in light of information gained from this feedback session. We will use
this analysis to develop further presentations and manuscripts for publication.
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Key Research Accomplishments

While we are in the process of analyzing responses to both quantitative and qualitative responses to the
survey and in-depth interviews, initial findings suggest:

Success after SCI, as operationalized by higher scores on the Flourishing scale, is negatively correlated with
current age (r=-.152) and number of secondary conditions (r=-.333) and positively correlated with household
Income (rho=.212), and education: (rho=.200). Examination of flourishing scores between groups reveals that
veterans, those who are not employed, and those who see themselves as worse off when compared to others
have lower scores. Time since injury, gender and level of SCI do not appear related to outcomes on the
Flourishing scale.

Table 9. Flourishing Scale Correlations

No. of Secondary Household Level of
Conditions Age Income Education
Flourishing Pearson - " o o
Scale Total Correlation -.333 -.152 212 .200
Sig. (2-
tailed) .000 .001 .000 .000
N 454 451 400 446

**_ Correlation issignificant at the 0.01 level (2-tailed).

Table 10. Flourishing Scale - Notable Insignificant Correlations

Level
Time Since Injury of SCI Gender
Flourishing Pearson
Scale Total Correlation .030 -.069 074
Sig. (2-
tailed) 534 153 117
N 443 435 446

**_Correlation is significant at the 0.01 level (2-tailed).

Table 11. Flourishing Scale and Veteran Status

Military Veteran N Mean £SD (range)
Yes Flourishing Scale
No Flourishing Scale .
Total 236 43.14 £9.16 (5-56)
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Table 12. Flourishing Scale and differences in Health Comparison

Std.
Health Comparison N Minimum Maximum Mean Deviation
Better off Flourishing
Scale Total 92 8.00 56.00 47.5543 9.56914
Worse off Flourishing
Scale Total 156 9.00 50.00 35.3397 9.79236
Aboutthe Flourishing
same Scale Total 193 22.00 56.00 43.9845 7.60241
Table 13. Flourishing Scale and Employment
Employment Std.
Status N Minimum Maximum Mean Deviation
Yes Flourishing
Scale Total 105 8.00 56.00 46.6571 9.01370
No Flourishing
Scale Total 339 8.00 56.00 39.9086 10.12995

When a Univariates Generalized linear model (GLM ) was used to determine significant predictors for
flourishing, paid employment and the general rating of health were found to be significant. However, the
importance of current employment lessened in significance when social comparisons were added to the model.

Table 14. Tests of Between-Subjects Effects: Model without Social Comparisons

Partial
Type IV Sum Mean Eta Noncent. Obsened

Source of Squares  df Square F Sig. Squared Parameter Power®
Corrected Model 8817.004° 16 551.063  7.753 .000 .286 124.048 1.000
Intercept 7310.391 1 7310.391 102.851 .000 249 102.851 1.000
Level of injury 361.879 3 120.626  1.697 .168 016 5.091 443
Feeling below injury 41.911 1 41.911 .590 443 .002 .590 119
Movement belowinjury 103.616 1 103.616 1.458 228 .005 1.458 226
Paidemployment 296.107 1 296.107  4.166 .042 013 4.166 .530
Military service 7.897 1 7.897 11 739 .000 11 .063
Educational category 75.122 3 25.041 .352 .788 .003 1.057 119
Current age 4531 1 4531 .064 .801 .000 .064 .057
Yearssince injury 112.654 1 112.654  1.585 209 .005 1.585 241

# Secondary Cond 200.392 1 200.392  2.819 .094 .009 2.819 .388
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Ratingof general health 2547.780

Household Income

Error
Total

Corrected T otal

87.310
22033.919
626563.000
30850.924

1
2
310
327
326

2547.780 35.845 .000 104
43.655 .614 542 .004
71.077

35.845
1.228

1.000
152

R Squared =.286 (Adjusted R Squared =.249); Computed using alpha =.05

Table 15. Tests of Between-Subjects Effects: With Variable asking about Social Comparisons

Partial

Type IV Sum Eta Noncent. Observed
Source of Squares df Mean Square F Sig. Squared Parameter Power®
Corrected Model 10669.362° 17 627.610 9.785 .000 351 166.341 1.000
Intercept 8153.444 1 8153.444 127.116  .000 293 127.116  1.000
Level of SCI 238.746 3 79.582 1.241 .295 .012 3.722 331
Move below SCI 54.401 1 54.401 .848 .358 .003 .848 151
Paid Employ 137.106 1 137.106 2.138 145 .007 2.138 .308
Military Service 31.453 1 31.453 490 484 .002 490 107
Educ Category 75.488 3 25.163 392 .759 .004 1.177 127
Current age 4.158 1 4.158 .065 .799 .000 .065 .057
Yrs since injury 100.732 1 100.732 1.570 211 .005 1.570 239
Num Sec Con 16.951 1 16.951 .264 .608 .001 .264 .081
Health rating 1051.727 1 1051.727 16.397 .000 .051 16.397 .981
HH Income 18.979 2 9.490 .148 .863 .001 296 .073
Comparisons 2457.281 2 1228.641 19.155 .000 111 38.310 1.000
Error 19691.481 307 64.142
Total 622802.000 325
Corrected T otal 30360.843 324

a.R Squared =.351 (Adjusted R Squared =.316); Computed using alpha = .05

The issue of resilience and ability to “bounce back from a challenge” appeared to resonate with
individuals with SCI living in the community such that approximately half of survey participants took the time
torespondto an openended question about this. Qualitative analysis revealed 8 categories of responses which
provided insight into self-reported facilitators and barriers associated with adjustment and happiness following
SCI. Eight categories were identified: resilience, general outlook on life, social support and social relationships,
religion or faith in a higher power, physical health and functioning, mood, comparisons, and resources. These
categories encompassed 18 overlapping themes that increased understanding of the factors that are related to
resilience among adults with SCI living in the community. Consistent with previous research the majority of
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respondents described themselves as being happy “all or most of the time.” Overall, the categories and themes
articulated appear to be consistent with the research supportingthe use of the Stress Appraisaland Coping

M odel to understand adjustment following SCI. In particular, our findings highlight the frequency that
individuals with SCI perceive themselves as being happy how this appears to be connected with self-
identification as being resilient, employing strategies to reframe one’s experience, and having a sense of support
from friends or a higher power. A primary limitation of this analysis, though, is self-selection bias; that is, only
individuals who decided to complete the open-ended question and participate in the larger survey were

included. Although the sample remains fairly large and diverse for a qualitative study, it is undoubtedly
weighted to reflect the perspectives of individuals with SCI who had the energy and motivation to participate.

Early analysis on data from the a limited number of individuals who participated in the qualitative
interviews (n=10) suggested that individuals with SCI whose scores on the Flourishing scale suggest that they
feel that their life has meaning appear to more likely score on the average range or above (on the NEO) for
extraversion and at the below average level for Neuroticism.

Table 16. Flourishing Scale and Neuroticism Correlations

Neuroticism T Score
Flourishing Scale Pearson R
Total Correlation -.301
Sig. (2-
tailed) 019
N 60

*_Correlation issignificantat the 0.05 level (2-tailed).

However, when available data from all phase 2 participants who were able to complete the Stroop (n=52) was
analyzed, different relationships emerged. In particular, only a limited number of factors were found to be
related to Cognitive Flexibility (and Attention)as measured by Stroop Tasks.

» Better performance related to Attention (as measured by S-C) was seen among individuals with

SCI at the higher income level, suggesting a need to further explore the relationship between
executive functioning and the variety of factors contributing to SES among individuals with
long-standing SCI
» Cognitive flexibility (as measured by S-CW) was related to marital status such that participants
who were single showed more cognitive flexibility while those who were or had been married /
partnered showed less
» Cognitive flexibility was also associated with age, with younger participants showinggreater
flexibility; this finding is consistent with the general population
» The lack of findings and limited variability on the measure of cognitive flexibility suggests that a
baseline level of attention and cognitive flexibility may be required by those with SCI who are able to
adapt successfully
* While this sample of individuals with SCI identified as Flourishing appears to be similar to the general
population as related to attention and cognitive flexibility (as measures by the Stroop), the personality
profiles suggests distinct differences as all of the NEO scales were significantly higher than thetest
norms.
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» These scores suggest that this sample has more of all the personality characteristics — be it
openness, extroversion, neuroticism, conscientiousness and agreeableness. Additional research
is needed to further examine and explain this finding using a larger sample. Theadaptive may
indicate more positive characteristics (such openness).

These findings highlight the need to more research to determine what cognitive characteristics may translate to
functionally more significant gains after SCI.

Reportable Outcomes

There have been three presentations at national conferences, two at University of Michigan conferences and one
manuscript accepted for publication. A copy of the manuscriptis in AppendixB.

. Harman I, Trumpower B & Meade M (2015). Personality Factors Among Individuals with Spinal
Cord Injury who are Flourishing. Undergraduate Research Opportunity Program (UROP) Poster
Presentation, University of Michigan April 2015.

. Cadorin A, Trumpower B, Meade M, Duggan C & DiPonio L (2015). Flourishing and Resilience
Among Individuals with Spinal Cord Injury. Poster presented at 32nd Annual James W. Rae
Scientific Day, Department of Physical M edicine and Rehabilitation, University of Michigan, Ann
Arbor, M1, May 15, 2015

. Trumpower B & Meade M (2015). Factors Associated with Flourishing & Successful Adjustment Among

. Individuals with Spinal Cord Injury (SCI). Research Presentation at the Academy of SCI
Professionals, New Orleans, LA, September 2015.

. Meade, M & Wilson (2016). Resilience, Flourishing and Disability —-Knowledge Translation with an

Eye towards Innovation. Workshop presented at Rehabilitation Psychology 2016 Conference,
Atlanta, GA, March 19, 2016.

. Sol, K. &V Meade, M (2016). Exploratory Study of Factors Contributing to Successful Adjustment
Following SCI by Examining Cognitive Flexibility. Poster presented at Rehabilitation Psychology
2016 Conference, Atlanta, GA, March 20, 2016.

. Duggan C, Wilson C, DiPonio L, Trumpower B, & Meade, M A (in press). Resilience and Happiness
After Spinal Cord Injury: A Qualitative Study. Topics in Spinal Cord Rehabilitation, Spring 2016.

Conclusion

There are a significant number of individuals living well with Spinal Cord Injury. While it is possible that
respondents to our survey do not necessarily reflect the entire population, their responses assert that living a
good life and flourishing after SCI is possible. We are looking forward to completing the analysis which will
provide much more information both about individual cognitions, decisions and behaviors and how those
related to current positive outcomes in addition to identifying the potential role of personality and cognitive
flexibility in this process.
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Appendix A: Surwey on Adjustment and Quality of Life
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Survey Code

g’vey on Adjustment and Quality of ID

KGreat Lakes SCI Collaborative/

- J

THIS STUDY IS APPROVED BY THE ANN ARBOR DEPARTMENT OF VETERANS
AFFAIRS HEALTHCARE SYSTEM
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Section I: General Information about your Spinal Cord Injury (SCI)

1. How old are you? years old

2. How long have you had your spinal cord injury (SCI)? (in years)

3. What is your highest level of SCI? Check one only:
[ 1" Between C1 and C4
w0 yOU require a ventilator to breathe? [ T'Yes [ J*No

[ ] Between C5 and C8 [ T’ Between T1 and T12
[ ]* Between L1 and S3 [’ Don’t know / not sure
4. Do you have any feeling below your level of injury? [ T'Yes [ FNo

5. Do you have any movement that is under your control below your level of injury?

[ T* Yes [ T*No

Section ll: Health, Income and Access to Care

o

Are you currently working at a job for which you receive pay?

[ T* Yes [ > No
v

a. If yes, on average, how many hours per week do you work?

b. Do you receive any of the following from your job?
Check all that apply:

[ T* Health benefits [T Sick leave

[ J? Paid vacation [ ]* Other:
7. What is your household income (combined income for all members of your
household)

Check one only:

[ ]* Less than $20,000 [ 1" $40,000 to $59,999

[ J#$20,000 to $29,999 [ ]° $60,000 or $79,999

[ 1® $30,000 to $39,999 [1° $80,000 and over

20



8. Do you currently have health insurance?

[ T* Yes | [ > No

What kind of health insurance do you have? Check all that apply:

[T Employer health plan [_]° Veterans Administration
[P Individual health insurance policy [_]° Auto Insurance

[ Medicaid [ ] Don’t know / not sure

[ ]* Medicare [ ]® Other:

9. In general, would you say that your health is:
[ 1" Poor [T Fair [ I Good [ *Very Good [ ]’ Excellent

10. Has there been a time in the last 12 months when you needed medical care but
were not able to get it?

T Yes mm— [ > No

What was the primary reason that you did not receive the medical care you needed?
Check one only:

[_]* Transportation

[ > Unable to afford care

[ Unable to locate a health care provider

[ ]* Unable to get an appointment in a timely fashion

[ ]° Other:

11. Have you experienced any of the following problems within the past 12 months?

Check all that apply:

[ 1" Pressure sores / skin breakdown

[ Bladder problems, including frequent urinary tract infections (UTIs) or
urinary accidents

[ Bowel problems, including chronic constipation or frequent bowel accidents

[_]* Problems managing blood pressure, including high blood pressure, low blood
pressure and / or autonomic dysreflexia

[P Persistent, chronic pain

[_]° Emotional issues, including feelings of depression or anxiety

[ 1" Respiratory issues, including pneumonia

[ I8 Sleep-related breathing problems

[ ] Other:
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12. Generally speaking, how would you describe yourself as being happy?
[ > Most of the Time

[ 1" All the time
[ 1*Very Infrequently

[ " Not at All

Section lll: Quality of Life

[ J* Some of the time

13. When you compare yourselves with other people you know, would you say you are:

[ ]* Better Off

[ > Worse Off

[ About the same

14. Below are 8 statements with which you may agree or disagree. Using the 1to 7
scale below, indicate your agreement with each item by checking the response for each

statement.
Neither
agree

Strongly Slightly nor Slightly Strongly

disagree | Disagree | disagree | disagree | agree | Agree | agree
I lead a purposeful and . ) ; . 5 6 ,
meaningful life, L] L L L] L] L] L]
My social relationships are . , 5 A : 6 ,
supportive and rewarding. [ [ [ [ [ [ [
| am engaged and interested in m m; ] [ | 0| [
daily activities.
| actively contribute to the
happiness and well-being of [] [ [ [ [P I[P LT
others.
| am competent and capable in
the activities that are important [ [ [ [ ] [P || LT
to me.
| am a good person and live a . , 5 A : 6 ,
good life. u u u u u u u
| am optimistic about my future | [ ] [T [ [ ] [P || LT
People respect me. I [P [P [T L P LT
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15. Is there anything else you would like to tell us about your resilience or ability to

“bounce back” when you face a challenge?

16. Below are five statements with which you may agree or disagree. Using the 1 to 7
scale below, indicate your agreement with each item by checking the box that corresponds

to your level of agreement. Please be open and honest in your responding.

Neither
agree
Strongly Slightly nor Slightly Strongly
disagree | disagree | disagree | disagree | agree | Agree | agree
a. In most ways my
life is close to my ideal. L LT LF L LF L P LT
b. The conditions of
my life are excellent. L LT LF L LF L P LT
C. | am satisfied
with my life. N O o I o I o O I
d. So far | have
gotten the important [ [ [ I [ [ [T
things | want in life.
e. If I could live my
life over, | would ]! [T []° ] [ [ [T
change almost nothing
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17.

18.

19.

20.

21.

22.

Section IV: Demographic Information

Gender: [ ' Male [ > Female
Marital Status: [_J* Single [ Married/Partnered  [_|° Separated
[ ]* Divorced [ > Widowed

Have you ever served in the military?

[ ]! Yes | [ *No

a. Did you participate in combat? [ " Yes [ ]* No
b. Do you receive Veterans Benefits? [ ' Yes [ J* No
c. Do you receive care at a Veterans Affairs Health Facility?

[ T*Yes [ ]*No
d. Are you service-connected for your SCI? [ ' Yes [ J* No

How would you describe the area where you live? Check one only:
[ ]! Urban [ J? Suburban [ Small Town / Rural

What is your highest level of education? Check one only:
[_T* Less than high school [_]* Some college / Associates degree
[_J* Some high school [ Bachelor’s degree
[ High school / GED [ _]° Graduate study or degree

[ ] Other:
What is your race / ethnicity? Check all that apply:
[ ' White [ Native Hawaiian / Other Pacific Islander
[ Black / African-American [ |° American Indian, Alaska Native
[T Asian [ 1" Hispanic / Latino
[ ]* Middle-Eastern [ ]* Other:

If you checked more than one category, please indicate which
group best represents your race: (write in"race)
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UPON RETURN, THIS PAGE WILL BE SEPARATED
AND STORED APART FROM THE REST OF YOUR SURVEY RESPONSES

23. If eligible, would you be willing to participate in an in-depth interview that will
ask about you and the adjustment process that you went through after your SCI1? This
interview would last about 2 hours and take place at a location that would be
convenient for you.

[ T* Yes [ > No [ * Maybe — tell me more

If you answered yes or maybe, please provide your name and a contact number or e-
mail. This information will be recorded by researchers at the University of Michigan
who may use it to contact you for the in-depth interview. Your contact information
would only be used to contact you for this follow-up interview, which is identified as a
separate study, and not used for any other purpose.

Name:

Phone number or e-mail:

Thank you for completing this
survey

Please return it in the envelope
provided
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Resilience Abstract (revised)

Resilience and Happiness after Spinal Cord Injury: A Qualitative Study
Abstract
The purpose of this study was to identify factors associated with resilience among
individuals with spinal cord injury (SCI). Qualitative analyses were conducted of the written
comments completed as part of a cross-sectional survey of individuals with SCI living in the
community. More than 1800 mail surveys were distributed to individuals identified as having a
traumatic SCI through the records and/or membership lists of 4 organizations. 475 individuals
completed and returned the survey, with approximately half (48.6%; n=231) of respondents
answering the open-ended question “Is there anything else you would like to tell us about your
resilience or ability to ‘bounce back” when you face a challenge?”” Analyses of these responses
identified both specific resources and cognitive perspectives that are associated with perceived
happiness. Specifically, responses fell within eight general categories: Resilience, General
Outlook on Life, Social Support and Social Relationships, Religion or Faith in a Higher Power,
Mood, Physical Health and Functioning (including pain), Social Comparisons, and Resources.
Nuanced themes within these categories were identified and generally concordant with self-
reported level of happiness. Results showed that a majority of respondents with SCI identified
themselves as happy and explained their adjustment and resilience as related to personality, good
social support, and a spiritual connection. In contrast, pain and physical challenges appeared to

be associated with limited ability to bounce back.
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Resilience Manuscript (revised)

Resilience and Happiness after Spinal Cord Injury: A Qualitative Study
Introduction

Adjustment to spinal cord injury (SCI) has been linked to important outcomes, including
morbidity, mortality, healthcare costs, quality of life, and community reintegration.!? Difficulties
adapting to life with SCI correlate with high levels of emotional distress, substance abuse, and
secondary conditions; self-reports of low quality of life; and increased risk for suicide.>”® In
contrast, positive adjustment is associated with being able to continue with meaningful activities
and goals to achieve positive outcomes. '

From the clinician’s perspective, adjustment is often equated with the readiness,
including motivation and skill, to perform needed behaviors to optimize rehabilitation and
functional outcomes. Adjustment is seen as a dynamic and fluid process that interacts with
intrapersonal, environmental, and biological factors to influence physical and psychological
health and quality of life.® Increasingly, research into adjustment includes a discussion of
resilience. Resilience is defined as “the process of adapting well in the face of adversity, trauma,
tragedy, threats or significant sources of stress.... [It] is not a trait that people either have or do
not have. It involves behaviors, thoughts, and actions that anyone can learn and develop.””’

However, despite the centricity of the concepts of adjustment and resilience to
rehabilitation and community reintegration, the actual adjustment and self-regulatory processes
that occur after SCI remain unclear.® Only in the past few years has real attention been given to
how cognitive appraisals and coping mediate adjustment to SCL.%!? In addition, researchers have
begun to translate concepts from the field of positive psychology and to examine the importance
of a fighting spirit, finding meaning, and hope in mediating the relationship between functional

status and psychological well-being.10-12
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This report describes selected findings from a cross-sectional survey of individuals in the
community living with SCI. The survey was conducted as part of a larger project on successful
adjustment following SCI. The objective of this study is to describe, from the perspective of
individuals living with SCI, factors that they felt contributed to their resilience or “ability to
bounce back” when they meet a challenge.

Methods

Survey development. As part of a larger multi-method and multi-site study, a 23-item
survey (online Appendix A) was developed to identify adults with SCI living in the community
who saw themselves as doing well and living meaningful lives. Survey questions were developed
by study investigators in collaboration with an advisory council consisting of individuals with
SCI, representatives from stakeholder organizations, and healthcare providers. Items pertained to
personal factors, current health, and access to care, as well as questions about resilience and
happiness. Injury-related characteristics were obtained by asking respondents closed-ended
questions such as level of injury, number of years living with the injury, and feeling and
movement below the level of injury. Embedded within the aforementioned survey were

standardized scales of satisfaction with life and flourishing,'>-1*

as well as questions specific to
happiness and resilience. Specifically, participants were asked, “Generally speaking, would you
describe yourself as being happy?” and responded on a five-point scale from “all the time” to
“not at all.” This question has been previously used as a brief assessment of subjective well-
being in other studies.!® Finally, participants had the opportunity to respond to the open-ended
question: “Is there anything else you would like to tell us about your resilience or ability to

‘bounce back’ when you face a challenge?”

Recruitment of subjects
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Study protocols were reviewed and human subject protection approvals obtained by the
funding organization and relevant Institutional Review Boards. Survey participants were
identified through medical records, membership lists, and SCl-related databases of the 4
organizations that collaborated on this project. This approach allowed researchers the
opportunity to reach a broad spectrum of the known population of persons with traumatic SCI in
southeastern Michigan and northern Ohio.

A cross-sectional mail survey design with a four-step approach was used. The four steps
included sending participants: (a) a pre-notification post-card; (b) a packet which included a
cover letter, the survey, a return envelope, and a small ($3) incentive; (¢) a reminder postcard;
and (d) a second survey packet without incentive. More than 1800 mail surveys were distributed.
Data analyses

A three-step approach to content analysis was used to uncover and interpret the responses
of study participants. The first step was to examine the actual words participants used to answer
the survey question and to use those to articulate categories. Words that occur with great
frequency are key to understanding survey respondents’ understanding of resilience. It is
essentially a quantitative technique that provides numeric counts, and thus has a certain degree of
precision. 617

The second step to data analysis used a qualitative approach. For each of the categories
identified, one of the authors (Duggan) examined the content of the replies provided by survey
participants—their thoughts, feelings, or actions in relation to their life as a person living with
SCI. Here the emphasis was not on frequency counts, but rather delineating meaningful themes

(central ideas) associated with the responses of survey participants. Responses were reviewed
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and themes were discussed with two of the other authors (Trumpower & Meade) before being
finalized.

Finally, after categories were identified and themes articulated, the authors examined and
grouped responses within each theme by the respondent’s self-described level of happiness
(happy “all” or “most” of the time, “some” of the time, or “very infrequently” or “not at all”).

Results

Demographic information and responses from the 231 individuals who answered the
open-ended question “Is there anything else we should know about your resilience or ability to
‘bounce back’ after a challenge?” were extracted for analysis from the larger project database of
475 valid surveys. Characteristics of the sample used for this study are provided in Table 1.

[Table 1 about here]

Table 2 depicts the distribution of responses to the open-ended question by level of
perceived happiness. Of the 231 individuals whose data were extracted for this study, more than
half (58.4%) reported being happy all or most of the time.

[Table 2 about here]

The content analysis of the responses provided by survey participants uncovered eight
distinct words or phrases directly or indirectly related to the ability to “bounce back™ after SCI.
Some respondents provided brief answers—a word, phrase, or single sentence. Others provided
longer, more detailed responses incorporating more than one idea or theme. A total of 341
statements were identified. The qualitative analyses and articulation of the themes based on these
categories are below; however, Table 3 shows the relationship between the frequency of
responses in each category and the level of happiness. In particular, it is notable that all of the

individuals who wrote about spirituality and religion and social comparisons reported being
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happy at least some of the time. Online Appendix B provides a list of all of the responses,
grouped according to category and identified by level of happiness.

[Table 3 about here]
Resilience

The most frequent category of responses (N=99) included words associated with
resilience or similar constructs. Within this category, there were distinct themes of responses that
mentioned (a) resilience as a skill or trait that individuals identified as having (or not), (b)
facilitators of or barriers to resilience, and (c) specific activities and strategies—particularly
cognitive restructuring—to support or achieve resilience.

The most common theme in this category was resilience as a trait. Within this theme,
individuals stated:

...Challenges with everyday life don’t tend to stop me and I bounce back fine.

Facing adversity and bouncing back is something I have done most of my life.

Mentally I am very strong and have been able to make the best out of bad situations my

entire life.

At the opposite end of the continuum were individuals who spoke of a lack of resilience.

I no longer face problems/challenges ‘head on.’ Instead I hide hoping these things will

blow over or just go away.

The second theme within this category pertained to facilitators of and barriers to
resilience. Respondents also mentioned a variety of factors that either facilitated or impeded their
ability to “bounce back” after SCI. Supportive factors included persistence, personal growth, a
history of experiencing and facing adversity, and the ability to adapt to new situations. The

following excerpt is representative of this aspect of the theme:



1t is a constant battle, but after so many years you learn to bounce back quickly.

Barriers to resilience cited by respondents included the following: the sheer number of
years living with SCI, the aging process, the accumulation of challenges over time, the number
of challenges at any one point in time, a tendency to avoid problems, chronic pain, and the belief
that no one could truly bounce back after a traumatic event. Individuals who took this approach
typically described themselves as happy less often.

Wish I were younger and better physically to ‘bounce back.” Wish I didn't tire so easily.

Chronic pain makes it hard to bounce back.

Finally, a number of respondents mentioned specific activities and strategies—
particularly cognitive restructuring—to support or achieve resilience:

.1 tell myself I'm the only one who has control of my life and can make it or break it,

only me. I pull myself up by my bootstraps and move on.

1 bounced back through adaptive sports and my education/career. Without them [ would

be miserable. My recovery was about getting back to my “normal” before injury.

I am good at compensating. If I can’t do something, I looked for a new way to do it.
General outlook on life

The second most frequently mentioned category was general outlook on life (N=82), a
concept that refers to a person’s point of view, attitude toward life, or expectations for the future.
Within this category, themes reflected (a) positive attitude or outlook, (b) a sense of personal
responsibility, and (¢) a mix of other types of approaches.

Responses which reflected the theme of positive attitude or outlook were particularly
evident among participants who reported higher levels of happiness. What characterized their

statements was a sense of optimism—the general belief that people can accomplish anything if
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they put their mind to it. Also implied in their statements was a sense of purpose in life and the

decision to focus more on the future and less on the past. Below are examples within this theme:
The past is behind you. Stop looking back and focus on the present (what you can do and
accomplish).
Each day is a blessing—the good, bad and challenging we may face. Tomorrow is new
day, a new page of life.
Purpose in life (and sheer force of will) can go a long way in overcoming major
challenge.

Other survey respondents incorporated suggestions of actions or strategies they used to insure a

99 ¢

positive outcome, such as seeking out “new ways of doing things,” “working smarter, not
harder,” and “always push for improvement—stay well-read.”

A second theme that could be seen within this category was a sense of personal
responsibility. Statements appeared to reflect a sense of ownership to achieving independence or
other outcomes of importance.

If you don't do it, nobody else will.

1t’s up to me, go backwards or forward. I'm not going backwards, have to stay positive,
but it is hard. But I'm alive and my 3 girls need me. I have a whole bucket of problems, so I just
put a lid on it.

In contrast, individuals who identified themselves as less happy were more likely to
mention that their outlook on life had changed over the years, sometimes to the point of
helplessness. These individuals often mentioned that they had been optimistic in the early years

after injury, but at some point in time, the struggles they experienced were wearing them down.

1 tried to be optimistic, but over the years of chronic pain, I have been worn down.
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I've been known for my ability to see the good. So far I seem to be managing but just

barely.

1 still have moments of “Why me?”

Social support and social relationships

Social support and social relationships were frequently mentioned as part of the responses
(N=49). The majority of respondents referred to persons in their immediate environment—
including family members (spouse, children, and other relatives), friends, and other individuals
who impacted their life (such as medical professionals and wheelchair sports teammates) as
being crucial to their ability to bounce back in response to a challenge and specifically after their
SCI.

Among those who mentioned the importance of social support, many identified personal
qualities or attributes of the caregiver, such as constancy, consistency, love, and willingness to
support their injured relative or friend in their recovery. The following comments are typical of
this group of respondents.

Good family and friends support are a huge help.

My wife’s support helps; the love of my family helps.

My husband was a “rock.”

A significant number of respondents described the many ways that family and friends
contributed to their ability to bounce back after SCI. Three themes appeared to be woven into
these responses. The first subcategory acknowledged the importance of the tangible help of
friends and family. Though specific activities were not mentioned, it was apparent from their

brief answers that without assistance from family and friends, respondents would have had a
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limited opportunity to participate in activities they had valued, enjoyed, and had always done in

the past. The following comments illustrate this point:

I have my down days ... but thank God I'm alive and have so many people who support

me in things [ want to do.

Good support from friends that won'’t keep the chair from letting you do things.

A more frequently mentioned benefit of social support was motivational. Social support
was crucial in buffering respondents from the possible onset of future crises. Social support was
also helpful in encouraging respondents to be engaged in day-to-day life, thus facilitating a sense
of continuity in their lives post-SCI onset.

Without the support of my family and friends—would have “no drive to live” and little
future. They make me strive to be better and to go a little further along life with a sure
step.

I have two children that have kept me motivated not to give up.

Finally, survey participants identified the importance of reconnecting with their past life.
Resuming former roles and responsibilities in the household and community provided a sense of
purpose in life as well as productivity. It also provided a sense of continuity with their lives prior

to injury.

Even though the deck is stacked against me, I have to keep getting up and moving

forward because other people still depend on me.

I look at every day as another opportunity to be the best person I can for myself. And,
more importantly, for the people around me.

Religion or faith in a higher power
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Responses were notable for their inclusion of statements about religion or faith as a way
of understanding and coping with the consequences of SCI (N=36). Some responses were brief,
such as “faith” (or belief in a higher power), “prayer,” or “amazing grace.” Others provided
responses that were more detailed and provided insight into the functions of religion and faith in
their lives.

Below is a sampling of respondents’ statements. Three themes appear to be embedded in
the comments reflecting the various functions of religion in their lives: (1) support in the time of
distress, (2) meaning and purpose in one's life and (future life) after death, and (3) praise and
thanksgiving.

A significant religious theme embedded in the statements of survey respondents was their
dependence and trust in “God” and support they received from “God” in time of stress. The
following statements are reflective of this theme.

God give[s] me the strength.

1 believe in a God who knows my trials and helps me through each step. I believe that if |

depend on his strength, that I can succeed no matter what level of function I have or

don’t have.

For some respondents, religion (or spirituality, if respondents were not members of
organized religious institutions) provided a sense of purpose and meaning in their present life on
earth. It was also an important source of comfort in dealing with their anticipated future life
following earthly death.

My faith in God really blossomed with my SCI. I know that I am right where He wants me

to be.
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I am crucified with Christ, therefore I will live. Everything in this life will eventually

fade—so cling to what is eternal and everything will fall into place.

The promises for our future that are in the Bible help me be positive and excited for my

future. (Psalm 37:29; Revelation 21:4).

I am a born-again Christian. Even after death I have hope.

A final theme mentioned by a few respondents reflected a sense of gratitude, praise, or
thanksgiving for the blessings received. These were brief comments.

Every day is a blessing.

I am truly blessed with support and God.

In summarizing this section of the report it should be mentioned that the vast majority of
respondents viewed religion and faith as functioning positively to promote resilience or the
ability to cope. Only one respondent viewed religion as possibly a threat. This appears evident
from the following comment:

1 sometimes believe it is a test from a higher power or punishment for wrongful acts.
Physical health and functioning

Twenty-eight responses addressed issues related to health and functioning as affecting
their ability to bounce back after a challenge. Specific health condition included issues related to
SCI, such as bladder issues, impaired movement in the neck, numbness in the head and face, and
spinal compression. Some respondents cited health conditions unrelated to SCI, such as cancer,
heart conditions, and degenerative arthritis.

I have balance issues, given time I can pick myself up.

A theme emerged from within this category highlighting the impact of pain on resilience. Below

are two examples:
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My pain level is my main obstacle in doing just about anything. You cannot be proactive
because I am constantly at the mercy of the pain.
The chronic pain makes it hard to bounce back. The pain drugs have had terrible side
effects and have not worked.
Mood
Statements related to mood were present in 19 responses as influencing their ability to
“bounce back” after SCI; as might be expected, these responses are fairly concordant with self-
described level of happiness. Individuals who described themselves as happier generally either
mentioned being happy with their lives and taking pleasure in facing adversity or in having a
balance of positive and negative moods. The comments of these two individuals are
representative:
I am happy to be alive every day.
In the seventeen years since my accident, I have never dealt with bouts of depression or
anger. I take pleasure in defying the odds.
Several responses, though, were notable for a sense of despair.
I am in desperate search for a doctor supportive of assisted suicide.
The drugs used to treat my SCI have completely ruined my life. The anti-depressant used
to control my nerve pain has caused severe depression that I never had before and 1
cannot escape from.
Comparisons
Comparisons (N=18) also emerged as a category from statements made by study

participants. Within this category, two themes emerged: social comparisons and comparison to a
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more general outcome. It is notable that none of the respondents who describe themselves as
happy infrequently or not at all made comparison statements.

The social comparisons that were made were almost always downward comparisons, that
is, respondents were comparing themselves to people they viewed as being “worse off” in some
way than they themselves were. Responses in the Social Comparison theme indicated that with
their physical limitations, they knew (or could visualize) other people who were “worse off” than
they perceived themselves to be. For the most part these other people were not defined explicitly.
Below are examples reflecting such comparisons.

Every time I've found myself at the lowest point, feeling that I can no longer deal with

paralysis, I always manage to see someone worse off than me.

I know there are people worse off than I. So whenever I want to complain about things [

want to do and can’t, I try to remember that.

Only one respondent made what might be considered an upward comparison—a situation
in which respondents viewed their lives unfavorably compared to other people with or without
disabilities.

I met a “quad” who was physically much worse off than me but living his life just fine. |

realized there was no reason why I could not do the same things and more.

A few respondents made more general comparisons, contrasting the current state of their
lives with the way things could have been (*... things can always be worse”). Once again, these
statements typically reflect that life and the current situation is better than it might be.

Resources
Finally, an eighth category emerged from responses in which a lack of access to

resources or services was mentioned (N=10), including therapy, transportation and employment.
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Most of the individuals who responded in this way reported that they were happy “some of the
time.”

Felt like I was bouncing back when I had regular PT. Insurance is no longer paying.

I know things could be worse. My main problem is having enough money to take care of

my wife and monthly bills every month since they have cut my check down so low. It is

hard for us.
Discussion

In this study, we sought to use responses to the question “What else should we know
about your resilience or ability to ‘bounce back’ from a challenge?” to identify self-reported
facilitators and barriers associated with adjustment and happiness following SCI. Eight
categories were identified: Resilience, General Outlook on Life, Social Support and Social
Relationships, Religion or Faith in a Higher Power, Physical Health and Functioning, Mood,
Comparisons, and Resources. These categories encompassed eighteen overlapping themes
which increased understanding of the factors that are related to resilience among adults with SCI
living in the community. Consistent with previous research,'® the majority of respondents
described themselves as being happy “all or most of the time.”

The category of resilience was the most frequently articulated in this study, likely
because it was prompted by the format of the question which asked specifically about it.
Respondents, though, used the opportunity to claim it as a trait or skill that they possessed to
varying degrees or to provide information about barriers or facilitators (including activities and
strategies) to maintaining it. The concept of resilience was clearly one that resonated with
participants and is relevant to better understanding the experiences of those individuals with SCI

who have been successful in adjusting to their traumatic injury and going on with their lives.!®2
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The ability to be persistent, knowing how to face adversity, adaptability, personal growth, and
finding meaning were all associated with “bouncing back” and are consistent with, and expand
upon, existing research. In particular, they appear to overlap with the five factors of
posttraumatic growth described by Tedeschi and Calhoun.?!

The next category that was articulated was general outlook on life. In particular, most of
the respondents reported a positive, optimistic approach to life concordant with their self-
reported level of happiness. Responses in this categories include details about the role and
importance of “attitude” that have been previously cited as impacting quality of life and
adjustment among individuals with SCI.?>* Respondents also identified actions or strategies
they used to have positive outcomes. Those individuals who reported a negative outlook were
likely to have described this as being a change from a previous approach to life.

Social support and social relationships were also well articulated as impacting resilience;
a finding concordant with how physical disability and mobility impairment can have social
consequences that can threaten a person’s sense of connectedness to family and to the larger
community. Respondents with SCI in this study were appreciative of the support they received
from family and friends and described it as a positive factor in their integration back into
community life and in promoting resilience. The importance of family and personal relationships
has varied among studies, some stating they are unmet needs while others identify them as
important to an individual’s psychological and physical well-being.?*® This study supports the
latter statement, with social relationships and social support articulated as key features of
resilience.

The category of religion or faith in a higher power as a source of support was also clearly

articulated by respondents and adds to the literature on adjustment to SCI. Little attention in the



SCI literature has been paid to whether or not (and how) people ask for and receive support from
a higher power, including spiritual forces and spiritual beings such as God.?’” For most people,
religion and church attendance are not the primary focus of their everyday lives.?® However, the
salience of religion (or faith in a higher power), as measured by its importance and centrality in
people’s lives, increases for people facing health-related crises.?” The onset of SCI challenges
one’s sense of personal control and is likely to trigger religious or spiritual thoughts as a way of
making sense out of one's life after SCL.3%-%

The relationship between resilience and social comparisons is also not frequently
discussed in rehabilitation research, though it is noted in research in the larger body of
psychosocial research.>® While this category of responses was one of the smaller seen, it
appeared to be associated with better outcomes. Responses seem to suggest that a comparison
with others who are viewed as less fortunate (either based on resources, level of impairment, or
some other factor) is an adaptive response which motivates a sense of resilience.

Finally, the other categories of responses—including those of Physical Health and
Functioning, Mood, and Resources—are consistent with and expand on previous research on
satisfaction of life following spinal cord injury.>*3> This research shows that higher levels of
distress and lower levels of life satisfaction are related to poorer health, higher levels of pain, and
fewer resources.

Overall, results from this study highlight how many individuals with SCI view
themselves as happy most of the time. This feeling appears to be connected with self-
identification as being resilient, employing strategies to reframe one’s experience, and having a
sense of support from friends or a higher power.

Limitations
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A primary limitation of this study is self-selection bias, that is, only individuals who
decided to complete the open-ended question and participate in the larger survey were included.
While the sample remains fairly large and diverse for a qualitative study, it is undoubtedly
weighted to reflect the perspectives of individuals with SCI who had both the energy and
motivation to participate.

Implications for future research

It is important that clinicians integrate into practice not only information that is based
upon studies that demonstrate statistical relationships among and between variables but also
information from the narrative qualitative approach that adds an understanding of the process of
“successful adjustment.” The approach of allowing the individual to reprocess and to identify
new understandings and meaning for their life after such an injury, described by the participants
here, is consistent with the current procedures of many clinicians. The use of such assessment
findings to inform and influence well-directed plans for treatment may require a modification or
expansion of one’s underlying clinical framework. Continued research using the above approach
to the adjustment process after SCI is needed and will allow the field to more fully identify,
understand, and appreciate the positive aspects of the transformation.

Conclusions

The issue of resilience and ability to bounce back following SCI appears to be one that

resonates with a significant number of individuals. Their responses reflected both supports as

well as factors that make it harder to adjust.
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Resilience Table 1 (new)

Table 1. Demographic characteristics of sample (n=231)

Characteristic

n (%) or mean £ SD (range)

Gender
Male
Female
Missing
Age (in years)
Race
White
African American
Multiracial
Other
Missing
Education
Not graduated from high school
Completed high school / GED
Some college or more
Missing
Marital status
Single
Married / partnered
Separated / divorced

Widowed

182 (78.8)
45 (19.5)
4(1.7)

53.82 £ 13.59 (19-86)

187 (81)
21(9.1)
8 (3.5)
10 (4.3)

5(2.2)

9(3.9)
47 (20.3)
171 (74)

4(1.7)

57 (24.7)
122 (52.8)
45 (19.5)

3(1.3)
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Missing
Residence
Urban
Suburban
Small town / rural
Missing
Military service
Yes
No
Missing
Time since injury (in years)
Requires ventilator to breathe
Level of injury
Cl1-C4
C5-C8
T1-T12
L1-S3
Don’t know / not sure
Missing
Completeness of injury
Feeling below level of injury

Movement below level of injury

4(1.7)

34 (14.7)
83 (35.9)
104 (45)

10 (4.3)

103 (44.6)
125 (54.1)
3(1.3)
18.53 + 14.49 (0.25-66)

3(1.3)

38 (16.5)
52 (22.5)
84 (36.4)
27 (11.7)
22 (9.5)

8 (3.5)

135 (58.4)

126 (54.5)




Resilience Table 2 (new)

Table 2. Self-reported happiness of participants (n = 231)

Happiness n (%)
All or most of the time 135 (58.4)
Some of the time 71 (30.7)
Very infrequently or not at all 25 (10.8)
Missing 0 (0.0)

55



Resilience Table 3 (new)

Table 3. Classification of survey responses into categories and themes based on self-reported

level of happiness

Categories and themes Total Happyallor Happy Happy
N most of the  some of infrequently
time the time or not at all
Resilience (overall) 99 53 36 10

Resilience claimed as a trait
Facilitators and barriers
Specific activities and
strategies
General outlook on life (overall) 82 62 14 6
Positive and optimistic
Personal responsibility
Other types of outlooks
Social support and social relationships 49 35 11 3
Tangible assistance
Motivational
Reconnection with previous
life
Religion or faith in a higher power 36 29 7 0
Support in times of distress
Meaning and purpose in

one’s life and after death
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Praise and thanksgiving

Physical health and functioning
Specific impact of pain
Other issues of health and
effects

Mood

Comparisons (overall)
Social comparisons
General comparisons

Resources

Total number of responses

28

19

18

10

341

11

208

12 7
7 5
7 0
6 2
100 33
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Appendix C: Response Categories and Lewels of Happiness

Category: Resilience (N=99)

Happy All or Most of the time

...Challenges with everyday life don’t tend to stop me and | bounce back fine.

| bounced back through adaptive sports and my education/career. Without them | would be miserable. My
recovery was about getting back to my “normal” before injury.

After my accident, | was able to bounce back to mostly a normal life.

Every challenge has a solution and unless you try those challenges you will never know what those challenges
will bring.

Facing adversity and bouncing back is something | have done most of my life.

| am good at compensating. If | can’t do something, | looked for a new way to do it.

| am very good at facing challenges.

Experiences prior to SClwere important after SCI.

| broke my back when | was eighteen I've learned to just push through the most difficult situations. | think it
has made me a more resilient person.

| don’t believe in the word “can’t”. It’s either “l| don’t want to or 'l try.

| don't give up when | have a problemand | am persistent to overcome it.

| have been able to maintain my resilience when faced with challenges since my injury due to my personal
growthin the past year and a half.

| just say 'l can, watch me prove you wrong.'

I'm rubber; you are glue whatever you say and bounces of(f) and comes back on me?

I'm very adaptable and have faced many abrupt changes in my life.

Purposein life and sheer force of will can go a long way in overcoming major challenges -

One word that describes me, tenacious.” | have also been called ‘very intense.’

... it's a matter of trying and adjusting and trying some more.

| will bounce as high or as far as | am willing or able to go.

Never give up!
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Adapt and overcome

My disability has made me very adept at dealing with adversity.

In high school, my senior year, | had to "bounce back" from a down junior year to get into a good college.

...l have never been fazed by the adversity | face and | take pleasure in defying the odds.

It is a constant battle, but after so any years you learn to bounce back quickly;

It is more difficult to “bounce back” emotionally, especially when trying to accomplish routine tasks that
should take a minute or to but turn into 10-15 minutes or more.

Just 'keep on pushing' | find there are many more people worse off than myself.

just...never give up!

| always try to do things for myself before asking for help! | do get frustrated when | cannot do something but
usually figure out a way to accomplish the task.

Mentally | am very strong and have been able to make the best out of bad situations through my entire life
(prior and post SCI).

Most of my resilience is due to...my strong support system.

The chronic pain makes it hard to bounce back.

After my accident | received |.5 months TX at a trauma hospital followed by 7 months at a comprehensive
rehab facility. | think current, shorter rehabs resultin discharge too soon not allowing decent level of
adjustment and coping skills.

Think outside the box to accomplish activities etc. To stay independent.

| try to face every challenge. 90% | succeed.

| thrive on challenge, when | am told it can't be done is when | don't procrastinate and sometimes get
something done. Beinga residential builder and rough carpenter help build character, some would say | am
hardcore.

| would rather do things myself and | will if | can, but | also will ask for helpif | do need it.

The best ways I've found to bounce back is to help others and humor.

Distraction with activities- computer/family support

It is very hard when the govt restricts your monthly income so any setback is very devastating.

| seem to have good common sense have the ability to work things out| am goodat rigging things up that
work for me

| will try anything - | try even if | fail. Able to move on if things do not work out.
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Strong will to live...

Very difficult but | try

Wish | were younger and better physically to "bounce back". Wish | didn't tire so easily.

Art with mouth

Finally, being back at work has helped me a lot.

Driving and working on cars, trucks, grass cutting, and active in VFW

Sometimes when things are in my favor like workingon my projectcar...

| started feeding my horses/doing barn chores while still ina back brace. | was riding my horses <6 months
after the accident and competing <| year afterwards.

Apart from restructuring one’s life after a SCI, one of the hardest readjustments has been, what to do with
oneself, after retirement from work.

The ability to work after my accident ... was in my opinion, a life saver. I'm still trying to figure this one out
(retirement). Understanding the limited options one has from a wheelchair, wasn't that much of an issue,
when working. | took an early retirement (pending layoffs) because the work | enjoyed was going away and
the contraction of the printing trade offered few other positive options.

| spend a lot more time around the house doing domestic chores (cookingand laundry), listeningto an
eclectic variety of music, workingin the garage on bicycle / hand cycles and I'm planning to start (single hive)
beekeeping again this Spring.

Bouncing back? There is no returningto the major things | did: the practice of [my profession], runningalong
rural country roads, large scale vegetable gardening and extensive care of the grounds around my home. And |
miss these things very much.

One would think | could still teach ...but even that is limited. The major teaching need is showing students
what to do with patients ... (and this requires an ability of my trunk muscles to upright myself after leaning
over - which | cannot do). Yes, occasionally, there are lectures | can give and articles | can get published,
which gives some satisfaction, but it's not the extensive participationin [my profession] that| had before.

And, | do have a stand-up, stationary exerciser ... which provides an upper body workout of some intensity. |
also have an arm operated tricycle that | can take out on the country roads, but getting on and off safelyis a
bit tricky, and is best used when my wife can 'spot me' while doing this (this has led to infrequent use of this). |
also got my John Deere utility tractor modifiedso | can get up on it. But, again, help is needed to most safely
get on/off of it- and in this case having a stronger/male person spotting me on this procedure is best, so he can
also help in doing 'grounds care' cleanup of tree/bush trimmings. This need for a hired person has limited my
participation in this grounds/tractor use.

But these things do not adequately replace the previous things | did.

| do try to keep up with what's happening in the world, by reading newspapers, magazines and following
broadcast radio/television news-and | follow several TV series shows.

When | graduated

Happy Some of the Time
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"Pick ya selfup, dust ya self off, and startall over again.

Bullheadedly independent

Biggest challenge of my life, haven't been able to complete, yet.

Bounce back is very hard and very challenging. You have your good days and your bad days.

Bouncing back becomes more difficult in old age.

| try to never give up! After all these years it’s hard to keep it up.

...Ifeel that my ability to recover from currentand future medical issues is diminished due to spinal cord
injury and age.

Even though the deck is stacked against me | have to keep getting up and moving forward because other
people still depend on me...

Feltlike | was bouncing back when | had regular PT. Insuranceis no longer paying.

Older | get, harder it is, longer it takes

'press on' all you can do

Perseverance is the word| would use to describe myself

Try to be a problemsolver

Get up = fall down +I

| bounced back at first, but it has become harder to fight all the time.

| don't let many things get in my way when there is something to be done.

Its hard, but necessary in life

| don't take "no" for an answer.

...It's always been two steps forward and five steps back. In that time | have pieced together a lot of successes.
| always try to dust myself off

...I tell myself I'm the only one who has control of my life and can make it or break it, only me. | pull myself up
by my bootstraps and move on.

| used to be able bounce back from any situation before my accident. Now | can't because of my spinal cord
injury.

I've always been the type of person that if you tell me | can't do it, then | will find a way to do it. 'm proud
that | live by myself after my spinal cord injury.

Try to do can about situation and sometimes think if | can keep trying results will be better.
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| prefer not to argue

Patience

Much harder to bounce back now than it was 10 years ago or more.

My family and | have used many illustrations to reflect my resilience: Tigger, "bounce and re-bounce" etc... |
know how to bounce.

Perseverance is the word| would use to describe myself.

You have to be flexible and open-minded. | had to learn entirely new skills, but now | have a better, higher-
paying job than | did before my SCI. Some said | wentback to school/work too quickly, but that was the best
choice for me, | didn't want to become a 'professional patient.' Realizing | could still make a livingand support
from my family really helped me improve my outlook on the future.

| say to myself- this time will pass- when things become too difficult.

It's not always easy to bounce back. The move from Michigan ... was a plus because of the weather. The VA is
beginning to help me with [medical issues and supplies] but appointments are hard to arrange with VA help
and doctors.

Even though | had a good recovery following my initial injury and more recently had a good recovery following
rotator cuff surgery last year; | feel that my ability to recover from current and future medical issues is
diminished to spinal cord injury and age.

| am growingtired

...l don't think anyone bounces back after an SCI. You justbecome determined to get back as much as you
can.

I'm going to school full time studying for a degree in CADD. | also play in pool leagues and enjoy them.

| would have answered strongly agree to every answer if it was not for a forced change in position at work in the last 6
months.

Forabout 90 days | have been practicing yoga...| cannot express enough how it has helped me regain some of
my flexibility, balance, and overall happiness.

Happy Infrequently or Never

| bounce back well because | have always had to. | don't quit.

| have ups and downs when it comes to bouncing back. Sometimes | feel like giving up and other times | feel |
can do anything.

My ability to bounce back has been affected by time and attempts to deal with a medical system that caress
less and less for my welfare.

It is getting more and more difficult!
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| can’t bounce back so fast.

| never give up.

| no longer face problems/challenges head on. Instead | hide hoping these things will blow over or just go away.

| quit.

There is no such things as “bouncing back” from a SCI that leaves you in chronic constant pain for 10 years +.

Category: General Outlook (N=82)

Happy All or Most of the Time

The past is behind you. Stop looking back and focus on the present (what you can do and accomplish) future
goals.

Be happy with what you have NOT what you didn’t do or can’t do.

| draw a dark line between 'acceptance' and 'adjustment’ when it comes to my disability. My somewhat
flippant answer to the question of how long it took me to adjust: 'l plan on being done with it a week from
Thursday.' | have never adjusted well, but have accepted my situation (positively) through somewhat
fatalistic/naturalistic language like 'Luck of the Draw,' 'go with the flow,""it is what it is,'and 'shit happens.'
Also, my sense of curiosity -- 'l wonder where this will take me' -- has always been a prime motivator, and
usually provides the resiliency to get through a situation or set-back.

Generally, | believe you can do anything you put your mind to.

i believe that i have to live to the best of my ability. if i can't do this then do that. i don't want to waste time
feelingsorry for myself, cause there's only so much time left. i'm very fortunate to have a supportive family.
because of my attitude, my extensive life experiences and advanced education many people seek my advice
and counsel. this is very rewardingto me. also as i lived my life i was heavily engaged in it. i've done so many
things i wanted to do do my bucket listis very short.as a resulti don't lament about what i can't do but
celebrate what i've done.

...Positive attitude, must move up or you will go down.

| put a strong emphasis on my healing because of...things to look forward to, work to do, people to help.

Attitude- eat right. Set goals

You either "get busy living or get busy doing".

| am self-care (Veteran) | do it all, | have to but doingfor myself gives me a sort of high. | feel good after
clearing, cutting grass, etc. | could never live some place where everything is done for me.

Keep in mind that the harder you work at having a better life the better your life will be.

Life is precious. Everyone has challenges and while paraplegia is visible there are many with tougher issues.
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There is joy in overcoming challenges. Everyone can do it when it’s easy.

...Itry to take a realistic view of my options and try to choose the one that address the challenge and makes
me happy. This particular philosophy has worked well for me before and after my SCI.

Attitude is key. Having a positive outlook on life helped me accept my abilities and their differences.

The restoring medicine in any temporary defeat is to face it. Zero in on the things | have instead of the things

...| have accepted my situation (positively) through somewhat fatalistic/naturalistic language...go with the
flow....itis what it is...

| have a good attitude toward life and people who | know- | hardly ever complain- even though | am hurting |
still don't complain. | enjoy most every aspect of my life to the fullest.

What | have learned from the situations that | have faced since beinga T5 complete is follow the doctors
instructions, and be completely upfront with them on all of your health conditions. And most of all pay
attention to what your body is tellingyou. Because in the surgeries in which | have needed, the doctors always
tell me that they appreciate me following their orders because it makes their jobs so much easier. Because |
do care about my well-being.

Everyone has always told me I've had a positive attitude.

By focusing on others, it makes what happened to me seem less important.

Usually | try to be optimisticabout my daily life with the help of my wife who takes care of me

Control only what you do control (yourself); influence what you can and the rest will settle.

Being able to address obstacles witha sense of humility, and having fun with the chair.

Drop back to remind myself what is most important. | think it's "being a good person". With that in mind, |
think of what to do next with the challenge.

Each day is a blessing--the good, bad and challenging we may face. Tomorrow is new day, a new page of life.

...my parents raised me and instilled that | can do anything.

Life goes on whether you win or lose. Learn to accept change and lifeis a lot better to deal with.

| never cared much what people thought of me before the injury; | think this helped a lot after.

| always try to have a positive outlook. | try to fix things so as to have a positive outcome. | have faith in God.
Love my life, sunshine, and green grass. | love my wife and family.

| approach life and problems associated with it one day at a time

Positive attitude goes a long ways.

| view the glass as being half full

| feel that you accept what life deals you...Learn to control future problems to the best of my ability.




| have a good attitude toward life...

One day at a time, eat right and sleep right

| have a positive outlook about life.

Positive attitude — [you] must move up or you will go down.

| like working on problems that make me think on how to get it workingor be resolved. | also accept to the
point when the problem is one that | oranyone else can't fixed.

If you don't do it, nobody else will.

Do what you enjoy.

While setbacks or problems related to my condition can be very frustrating, especially things like equipment
breakdowns, | try not to get emotionally invested or bother by day-to-day hassles notrelated to my condition.

Always ask yourself: If not you, then who!?

| look for the good in all things

Just continue to be yourselfand keep working hard to get back on your feet.

...go backwards or forward. I'm not going backwards. Have to stay positive...

Live my life by two mantras: (1) It's not about where you been, but where you're going. (2) From Victor
Frankel, "Man's Search for Meaning". "If you find mean(ing)/purpose in life, the "how will take care of itself
...teaching life lessons...my saving grace.

Purposein life and sheer force of will can go a long way in overcoming major challenge.

It's up to me, go backwards or forward. I'm not going backwards, have to stay positive, but it is hard. But I'm
alive and my 3 girls need me. | have a whole bucket of problems, so | just put a lidon it.

| just try to do the best | can. The quadriplegic thing wasn't my choice but I'm trying to make the best of it.

| believe | gained a better attitude about my disability from a few experiences during recovery. The moon info
sessions duringin-patient rehab were valuable. A positive therapy helped my attitude. | was in outpatient
therapy for a few months, then at [another facility].

There isa solution to every problem. | am happy to be alive each day and share my smile or laugh with others.
| am in gratitude.

...and | take one day at a time.

Positive outlook. Support[ive] family

What hinders us only makes us stronger.

Life= fall down + |

Just do the best that | can with what my ability is.
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Work smarter, not harder. If you can't really use your body, use your mind.

Keepinga positive attitude and religion, you can't change the past, only the future

| think I've done great and though | don't have everything | need, | stillam fortunate and live a very active life.

| am very analytical and don't let emotion drive my direction. | try to limit variables that may contribute to
issues that arise. | only typically measure and change one variable at a time so | can see or understand the
variables impact on my life.

Yes, whena person hits rock bottom in life; there is only one way to go. Never feel sorry for yourself,
because all you have to do is open your eyes and note there are many people more deservingthan yourself!

There is no returning to the major things | did...And | miss these things very much...But these things do not
adequately replace the previous things | did.

Happy Some of the Time

Get up= fall down+|

Even though the deck is stacked against me | have to keep getting up and moving forward because other
people still depend on me. Too bad jobs are not available for the handicapped. It would be nice to earna living
and supportmy family.

| always try to look on the bright side...

| am a positive person. ... but my injury have held me back...and that holds me back not only financially but
emotionally.

| believe this trip is our only go-aroundin life...I've been tortured almost every day since my accident. |
learned to turn pain into a positive. | live each day as full as | can...

Bestl can in a wheelchair

| have my pity parties then | tell myself I'm the only one who has control of my life and can make it or break it,
only me. | pull myself up by my bootstraps and move on. Everyone is caught up with their own lives and issues
so with or without them | have to march on otherwise what's the point!

Bullheadedly independent

Be a kid, think how I'm going to get it done

...after my injury | have really feltas though my life has stopped.

| have been known for my ability to see the goodin any situation. 'You always have a smile on your face' is not
an uncommon statement to hear from others. However, this experience has been the most taxing to date in
my life. | sometimes | feel | have 'met my match' as it were or even 'got the challenge | askedfor'. So far | seem
to be managing, but justbarely.

| have done wellin the past..."mnotat a high point...butI’'ll keep swinging...

| don't like to sitaround worrying, | look for ways or ideas to try to make myselffeel better. | like to walk and
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exercise when I'm able to. | try not to dwell on negative things. | try to talk to people with the same
symptoms | have to get some ideas on what | can do to make things better.

| try hard to remain optimisticin the face of a challenge.

Happy Infrequently or Never

| look at every day as an opportunity to be the bestperson| can for myself and, more importantly for the
people around me.

| have worked through many issues over time. Sometimes it takes a lot both physical and mentally but | have
managed. And | still have moments of 'why me' attitude.

When | broke my back and had surgery, | tried to be optimistic, but over the years of chronic pain, | have
been worn down...

Confidentlife is better than death.

The drugs used to treat my SClhave completely ruined my life.

When you are asset everybody know you, when you become a liability nobody knows you. The longer you are
a liability the worse it gets. Look at Michigan no-faultinsurance. They trying to get off the hook and with all
our money we paid into.

Category: Social Support and Social Relationships (N=49)

Happy All or Most of the Time

....I'mvery fortunate to have a supportive family.

| put a strong emphasis on my healingbecause of my family...

...l do have many friends who help me as | live alone.

...Good supportfrom friends that won't keep the chair from lettingyou do things.

...family.

...lam also blessed by a wonderful wife and family. | also appreciate my medical care and doctors.

Having a good wife and family is all important.

...l love my wife and family.

... | also benefited from beingaround other active disabled while biking, playing basketball, and various other
activities.

| fear some sort of physical challenge in oldage will make it too difficult for my family to deal with.

| have a lot of supportfrom my family and friends...
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Support[ive] family

... | have two children that have kept me motivated to not give up and live life as independentlyas possible.

...also, my family and support system is incredibly important to my ability to "bounce back".

| have my down days but thank God | am alive and have so many people that support me in anything | do.

In the 17 years since my accident | have never dealt with bouts of depression or anger because of my...family
and friends.

...ButI'm alive and my 3 girls need me.

Strong will to live because | am a very happy married man witha loving wife.

..My children and teaching life lessons are my saving grace.

Most of my resilience is due to...my strong support system.

...My husband was a rock, and the care | got through [the health system] was great.

My...kids and friends.

...my husband; my family...

... And | spend fairly regular time with my wife, who watches over and tries to maintain my mental status.

My spouseis very supportive as are my children...

Stay engaged and help others. In the long run it's about service to others....

...lam a very happy married man witha loving wife.

Usually | try to be optimisticabout my daily life with the help of my wife who takes care of me

The Ist two years were pretty rough but after that | was introduce to wheelchair sports from a group of my
peers. It was my time to make a choice...

The single most important factor in being happy, productive, healthy is the support of family and friends...

Only when | encounter people who are not disabled, | do have a problem setting them to engage on a more
personal level. Is it ignorance?

My family and friends keep me 'up.’

| was wounded in Vietnam a very troubled time in our country and own lives, what helped me most after
being wounded | was sent to [an Army Hospital]. It was the doctors, nurses, and the people there that helped
me most. They helped me come back home because in general the American peoples at home in America hold
us Vietnam Veterans, won what did we do to them!

The support from family and friends to encourage.
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When you think about family and how this challenge will help you and the around you, you overcome.

Happy Some of the Time

...l have to keep getting up and moving forward because other people still depend on me.

Good family and friends supportare a huge help.

Having supportive family/friends, not having to do it alone, having someone there to encourage you to keep
going...

Need help with social skills again

My wife takes really good care of me

...Itry to talk to people with the same symptoms | have to get some ideas of what | can do to make things
better.

Some days | feel more optimistic than others. | wouldn't say I'm a depressed person, but | can definitely get
down on myself. | feel like my disability has made me not as social. | feel like | wish | could have what my
friends have: a boyfriend/husband, kids and house, and justa happy little family. I'm successful on the academic
and career front, but not the social front.

When | got hurt my wife was 7 /2 months pregnant, then a year after my accident our house burnt to the
ground, 9 years later my wife had an affair and subsequentdivorce. | had a wonderful life and marriage (I
thought) till then. The divorce by far has been the roughest thing to overcome and if it were not for my 2
daughters | wouldbe in a bad place. | think| live my life by example for my girls

My wife's supporthelps. The love of my family helps.

| always try to look on the bright side, but if | can't, | have my family to support me.

The support my family and friends, would have no "drive to live and little future. They make me strive to be
better and to go on a little further along life with a sure step.

Happy Infrequently or Never

...| look at every day as another opportunity to be the best person| can for myself and, more importantly, for
the people around me.

Supportand care from family.

Wouldlike to help others, sick, elderly, etc. but unable
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Category: Religion and Spirituality (N=36)

Happy All or Most of the Time

| put a strong emphasis on my healingbecause of my family and faith, things to look forward to, work to do,
people to help.

Meditation and self-healing with Reiki.

A believerin a higher power.

Every day is a blessing...

God give me the "strength"

Only by the grace of God go |.

God helps me through prayer by His people and by myself. He guides me by His wordalso (i.e. the bible).

...I have faith in God.

| believe in a God that knows my trial and helps me through each step. | believe that if | depend on his
strength that | can succeed no matter what level of function | have or don't have.

| believe my faith or Jesus Christas my savior and His leading in my life gives me the strength to live my life.

My faith is my number one. | am truly blessed with support and God.

| have my down days but thank God | am alive and have so many people that support me in anything | do.

It all comes [down to] God. Always keep your faith.

... | get up each day, try to remember to thank God for all my blessing.

Most of my resilience is due to my faith...

My faith helped me tremendously

My faith in God, our Creator, helps me through my challenging moments.

My faith in God really blossomed with my SCI. | know | am right where He wants me to be. If my life were to
be different He is the only one that could change it. He has also blessed me with a great sense of humor.
Believe me with this lifestyle there reallyis humor. Hey, it's better than crying!

Self-worthis not from my abilities, my friends, or lack thereof - | am crucified with Christ therefore | will live.
Everything in this life will eventually fade for everyone - so cling to what is eternal and everything seems to fall
into place.

....| count my blessings daily...

The Lord Jesus Christis my strength, and in Him | put my trust.

The promises for our future that are in the Bible help me to be positive and excited for my future. (Psalm
37:29; Revelation 21:4)
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Keepinga positive attitude and religion, you can't change the past, only the future

In the |7 years since my accident | have never dealt with bouts of depression or anger because of my faith,
family and friends. | have never been fazed by the adversity | face and | take pleasure in defying the odds.

My faith

'Religion’

Stay engaged and help others. In the long run its about service to others and we must put God back into our
principles. Withouta moral compass we have no direction then anything goes and that's wrong.

Each day is a blessing- the good, bad and challenging we may face. Tomorrow is a new day; new page of life.

| was paralyzed from the neck down for 2.5 months. After | got up out of my wheelchair, | never wanted to sit
in a wheelchair again! To this day | still refuse to sitin one! | credit my family, and my faith in god to all my
recovery.| was |9 when| was injured. Fresh out of the Marine Corps. Marines never give up. | never did, nor
will | ever. God is awesome!

Happy Some of the Time

Amazing Grace.

Attempting to get through this ordeal with God's Grace.

You have your good days and your bad days but above all blessed to be where | am by God grace and mercy

| sometimes believe it is a test from a higher power (or punishment for wrongful acts.)

| am a born-again Christian. Even after death, | have hope.

In spite of my physical predicament | do have many blessings to count and | often count them to keep things in
perspective. Also, the older | get the less time | have to be here in this world. Each day | live is one less day |
have to serve in this prison sentence that is paralysis.

Faith and trust in God

Category: Physical (N=28)

Happy All or Most of the Time

Have faced about 3.5 years of fighting severe pressure ulcers and have been subject to a lot of bed rest.

Have medical challenges unrelated to SClwhich impacts quality of life.

What | have learned from the situations that | have faced since being a t5 complete is follow the doctors’
instructions, and be completely upfront with them on all of your health conditions. And most of all pay
attention to what your body is tellingyou. Because in the surgeries in which | have needed, the doctors always
tell me that they appreciate me following their orders because it makes their jobs so much easier. Because |
do care about my well-being.

In the last 10 years | had a heart attack; 6 weeks later broke my neck. My daughter was diagnosed with
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leukemia. U of M saved her life, and lost my mom two months ago. But | get up each day, try to remember to
thank God for all my blessings!

| have balance issues, given time | can pick myself up.

Sometimes when things are in my favor like working on my projectcar, it's difficult gettingup and down more
than ever before. And bending for something you drop or can't pick up.

VA need to send my medications on time! | go several and a couple of times over 2 wk without getting them.
It causes me to spasm uncontrollably. 3 times out of bed and out of my wheelchair when getting in and out!
Causes bad withdrawals too. Your going to kill people this way! Or get a lawsuit!

The chronic pain makes it hard to bounce back. The pain drugs have had terrible side effects and have not
worked.

When | fell in Florida, | was paralyzed. When they opened up my neck, my spine started pulsing...

Happy Some of the Time

....my largest challenge is my stamina. | have not been able to increase it by any substantial amount.

...I've been tortured almost every day since my accident. | learnedto turn pain into positive.

...It's hard to live with chronic pain; it takes a toll on me physicallyand mentally.

Just chronic debilitating pain

Forabout 90 days | have been practicing yoga...I cannot express enough how it has helped me regain some of
my flexibility, balance, and overall happiness.

When | broke my neck, | was told| wouldn't walk again for 6 months to two years and | am able to walk after
6 months.

When it comes to my health | am very in charge of it. As soonas | have a problem| get it checked out.

| have had |12 separate surgeriesin |5 years. It’s always been two steps forward and five steps back

| have persistent pain at the level of my injury (T4). If | could manage that my outlook would be better.

Since my fall 3.5 years ago, mostall feelings have come back and just wish | could get help to gain strength
back, and lose weight| have gained but need help so | can walk again. | am sure someone could help with
therapy.

Life has not been easy for me since after the accident. It has been pains all over my body and three surgeries
on the two shoulders and neck. | really need employment to assistin family expenses and my personal pocket
money too.

...since my neck incident| have been discoveredto have liver cancer.

Happy Infrequently or Never

When | broke my back and had surgery, | tried to be optimistic, but over the years of chronic pain, | have

72



been worn down...

Nerve pain drives me crazy 70% of the time.

Due to a severe ulcer that | am going to Ann Arbor VA this month for surgery that was caused by a bad
shower chair that took | year to replace | hope to become more active and get a life again. Right now | spend
20 hrs a day in bed.

| still would like to walk again so that would be a challenge that | would be looking forward to.

| have triedto be optimistic but over the years of chronic pain | have been worn down.

...the antidepressant used to control my nerve pain has caused severe depression... that| cannot escape from

There is "no such thing" as "bouncing back" from a SCl that leaves you in chronic constant pain for 10 years.

Category: Mood (N=19)

Happy All or Most of the Time

| cried every day for a few months....

| am happy to be alive each day and...

At this point, I'm happy for the experiences and memories but ready to wrap things up - not suicide, just
content for what has been-

... do get frustrated when | can't do somethingbut...

| fear some sort of physical challenge in old age will make it too difficult for my family to deal with.

| experienced PTS disorder. It comes and goes. Have difficulty in moving forward- no motivation- no drive.
Fear and anxiety. Drs. don't necessarily care to treat me for this. They expect me to just get over it!

In the |7 years since my accident | have never dealt with bouts of depressionor anger...| take pleasurein
defying the odds...

Happy Some of the Time

Every time I've found myself at my lowest point, feelinglike | can no longer deal with paralysis, | always manage
to see someone much worse off than | am. In spite of my physical predicament | do have many blessings to
count and | often count them to keep things in perspective. Also, the older | get the less time | have to be
here in this world. Each day | live is one less day | have to serve in this prison sentence that is paralysis.

...practicing yoga...| cannot express enough how it has helped me regain....overall happiness.

| get frustrated when | can't do things | used to do before my spinal cord injury. My moods are up and down
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constantly.

Some days | feel more optimistic than others. | wouldn'tsay I'm a depressed person, but | can definitely get
down on myself. | feel like my disability has made me not as social. | feel like | wish | could have what my
friends have: a boyfriend/husband, kids and house, and justa happy little family. I'm successful on the academic
and career front, but not the social front.

...I'm not at a high point, but...

... . I've recently quit smoking because | am not happy with how little | can contribute to the worldaround me
however I'm not finished living and there's so much I still want to do in life | just feel stuck :(

| have my pity parties...

Happy Infrequently or Never
My ability to bounce back has been affected by time and attempts to deal with a medical system that cares less
and less for my welfare. | am in desperate search fora doctor supportive of assisted death. I've considered
starting a crowd sourcing project for the purpose, and have no doubt it would be funded overnight-in the
same worldwhere | can't get a ride to the doctor or grocery store.
The drugs used to treat my SClhave completely ruined my life. The anti-depressant used to control my nerve
pain has caused severe depression that| never had before and | cannot escape from.
I can't seem to overcome the frustration of not being able to do what | once could, anger is an issue. VVhat |
most liked to do | can't do any longer. | should be happy with what | have but I'm not.

Too depressed

Look at Michigan no-fault insurance. They trying to get off the hook and with all our money we paid into. They
have plenty of money, but will not open the MCCA books. By the time they have to, the books will be fake

Category: Comparisons (N=18)

Happy All or Most of the Time

...someone else always has it worse than you.

| think | 'bounced back’ faster than most after my injury. | cried every day for a few months, then | met at
'quad’ who was physically much worse off than me, but living his life justfine with a good job, still had fast cars,
women attracted to him. It was at that point| realized there was no reason| could not do the same things and
more.

Everyone has problems, many are worse than me...

| find there are many more people worse off than myself.

| always take into consideration that there are always people worse off than me.

| know there are people worse off than |. So whenever | want to complain about things | want to do and can’t
| try to remember that.

| realize that there is someone always worse off than me.
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More people than myself (are) worse physically than me.

The Ist two years were pretty rough but after that | was introduced to wheelchair sports from a group of my
peers. Once | saw how they were dealing with SCl etc... it was my time to make a choice. Sleep, drink, and
drug my life away. -Or- move on life and be thankful for/with what | have. | count my blessings daily:)

When | fell in Fla. | was paralyzed, when they opened up my neck, my spine started pulsing. | could have been
paralyzed for life. Things can always be worse.

Realizing that it’s not the end of the worldand could always be worse.

Every time I've found myself at my lowest point, feelinglike | can no longer deal with paralysis, | always manage
to see someone much worse off than | am. In spite of my physical predicament | do have many blessings to
count and | often count them to keep things in perspective. Also, the older | get the less time | have to be
here in this world. Each day | live is one less day | have to serve in this prison sentence that is paralysis.

Happy Some of the time

| feel like | wish | could have what my friends have: a boyfriend/husband, kids and house, and justa happy little
family. I'm successful on the academic and career front, but not the social front.

You learn to accept your condition knowing that it could be worse.

Knowing things could always be worse.

We all have a cross to bear, others have it better, many, have it much worse.

| know things could be worse. My main problemis having enough money to take care of my wife and monthly
bills every month since they have cut my check down so low. It is hard for us.

You learn to accept your new condition, knowingit could be worse.

Category: Resources (N=10)

Happy All or most of the time

It is very hard when the govt restricts your monthly income so any setback is very devastating.

| would like my vehicle fixed. | need $150 fora new electricfuel pump. Another $80 for used tires. Has lift
and driving controls. | feel trapped at home.

Happy Some of the time

| know things could be worse. My main problemis having enough money to take care of my wife and monthly
bills every month since they have cut my check down so low. It is hard for us.

Feltlike | was bouncing back when | had regular PT. Insurance is no longer paying.




Even though the deck is stacked against me | have to keep getting up and moving forward because other
people still depend on me. Too bad jobs are not available for the handicapped. It would be nice to earna living
and supportmy family.

Since my fall 3.5 years ago, mostall feelings have come back and just wish | could get help to gain strength
back, and lose weight| have gained but need help so | can walk again. | am sure someone could help with
therapy.

Life has not been easy for me since after the accident. It has been pains all over my body and three surgeries
on the two shoulders and neck. | really need employment to assistin family expenses and my personal pocket
money too.

If insurance would have covered more therapy, | think | would have walked again.

Happy Infrequently or never

Lack of transportation, employment

... I've consideredstartinga crowd sourcing projectfor the purpose, and have no doubt it would be funded
overnight- in the same world where can't get a ride to the doctor or grocery store.
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